Introduction
In this chapter, we draw together four main themes that run across many of the Handbook studies. We identify the first theme as focusing on the voices of disabled children and young people and consider what can we learn from their experiences and those of their families and supporters in different situations and contexts. This theme informs the second, re-orientating research inquiry where we draw out the creativity and sensitivities involved in listening to disabled children and in generating meaningful impact from research. The third theme, thinking and theory, runs throughout the Handbook with authors highlighting the significance of questioning, activism and speaking out in order to critique assumptions and to broaden understandings of disabled children's lives. These three themes are brought together in a final theme around re-imagining research, policy and practice in terms of what needs to change and considerations for the future. In each of the sections below, we identify limitations and areas for further attention making links with other supporting approaches including Mad Studies and Global Disability Studies. We end the chapter with some comments in response to Sara Ryan's Preface.
The Voice of Disabled Children and Young People
The voices of disabled children are written throughout the Handbook. The chapters that seek to present disabled children and young people's voices directly give us insight into children's lived experience and the ways in which they contribute to their communities as family members, workers, activists and more. In the Handbook, we hear directly from disabled children and young people, often with the support of those closest to them. A unique feature of the Handbook is that we also hear from disabled adults reflecting back on their childhoods in ways that offer crucial insights into contemporary attitudes and practices in disabled children's lives. The Handbook also includes studies that explore children's experiences in and of community and services, and show the significance of children's views to inform change and to imagine alternative futures for disabled children and young people.
Contributors to this book take the call to listen to children seriously. Heloise Maconochie, in chapter "Making Space for the Embodied Participation of Young Disabled Children in a Children's Centre in England", shows us how to recognise and support the rights of children who express their choices in embodied ways, and she illustrates the value of reflective practices that we need in order to listen, check our understandings and respond. Debby Watson, Alison Jones and Helen Potter (chapter "Expressive Eyebrows and Beautiful Bubbles: Playfulness and Children with Profound Impairments") also explore disabled children's embodiment as they call upon us to understand and encourage children's playfulness as part of everyday life-playfulness as childhood. Too often, disabled children's play has been dominated with goals of treatment and therapy, but Dawn Pickering, in chapter "'The Embodiment of Disabled Children and Young People's Voices About Participating in Recreational Activities': Shared Perspectives", re-orientates traditional understandings of recreation that are focused on treatment and health to see recreation as social and, above all, fun. However, the continued exclusion of disabled children from access to play is vividly described in Wendy and Jamie Merchant's chapter (chapter "'What Can I Say?'").
The chapters written by disabled adults reflecting on their childhoods illustrate changes to some of the barriers they encountered but powerfully show the need to challenge the everyday experiences of marginalisation and exclusion that continue into the present. Crucially, these chapters teach us that disabled children's experiences stay with them, throughout their lives and into adulthood, in both disabling and enabling ways, showing how important it is to imagine and re-imagine futures for disabled children and young people. The professionals in their lives are not short-term transient conveyors of policy decisions; rather, children and their families live with their practices in the long term. Another aspect of these accounts is the agency demonstrated by disabled children, the verve and daring actions taken to shape childhood and adulthood. Jo Skitteral in chapter "Being a Disabled Woman and Mum: My Journey from Childhood" demands us to unsettle notions of a 'normal' life course to motherhood. In the re-imagining of the idea of 'burden' by Sophie Savage in chapter "The Heaviest Burdens and Life's Most Intense Fulfilment: A Retrospective and Re-understanding of My Experiences with Childhood Liver Disease and Transplantation", burden becomes a meaningful source of self from which to reflect upon and to tackle the normative behaviours of others in ways that make different contributions to understandings of health and well-being.
The authors writing from a close proximity to disabled children and young people, as parents and family members, challenge the reader to re-imagine Western normative notions of heterosexual nuclear families. Fathers have often been characterised as a 'hard-to-reach' group in the studies of disabled family life, but Joanne Heeney listens to fathers, in chapter "Intersectionality Theory in Research with the Fathers of Children with the Label of Autism", who contest assumptions around gender and disability, appealing for change to enable fathers' and young people's participation in personal and community life. Luke Jones and Kirsty Liddiard, in chapter "A Diversity of Childhoods: Considering the Looked After Childhood", reflect upon the external forces that contour both the lives of disabled children who are looked after by the Local Authority in Britain (Looked After Children) and the impact of this on the relationships that Othered children can have with those close to them. Sandra Dowling, Roy McConkey and Marlene Sinclair share the experiences of young people who have had a life changing injury in chapter "My Friends and Me: Friendship and Identity Following Acquired Brain Injury in Young People" and focus on the ways in which they re-construct friendships in their lives.
Blair Manns, in his 'texting project' with his mother Sarah Manns, presents his choices and sources of enjoyment. He says he likes horses because they are calm and don't judge. 'Being judged', he explains, means being judged on every aspect of his life. The reach of wider culture is vivid in this intimate conversation. As Rebecca Whitehead (chapter "My Sister, My World: From Second Mum to Nurse") also shows, personal voices are not context free. Education" as a way of developing teaching practices. 'Participation' and 'inclusion' have often been criticised for being limited or tokenistic, but we see here how small beginnings can be sustained to develop far beyond initial service-led expectations. Participants bring their concerns but they also come to recognise exploitation and to challenge providers to take responsibility for their role and practice. In the context of participation, Ben Whitburn (chapter "The Kids Are Alright: They Have Been Included for Years") alerts us to the significance of children's silence, their capacity to resist and the power exercised when refusing to participate. As Tillie Curran, Ruth Sayers and Barry Percy-Smith in chapter "Disabled Children's Childhood Studies and Leadership as Experts by Experience' Leadership: Learning Activism in Health and Social Care Education" show, sharing experience with service providers, policymakers and professionals can be a powerful form of leadership for change but is also demanding, with little evidence of impact on the unacceptable forms of practice children and families describe. Curran et al. propose critical pedagogies for professionals to take up their role in activism and, in chapter "Normalcy, Intersectionality and Ableism: Teaching About and Around 'Inclusion' to Future Educators", Jenny Slater and Elizabeth Chapman also consider different pedagogies to address ableism as the problem. They explain that the inclusion agenda in education can be individualised so that stories of children's and families' experience serve to support, rather than to challenge, injustices.
We are mindful that by merely listening to children, and failing to act on what they say, this is yet another form of exploitation and exclusion. Stories of experience can at first appear positive and hail the exceptional, or the inspirational, but as Peers (2015) in her 'auto-ethnography of a super crip' shows us, such stories can endorse the norms of 'achievement' and repeat hostile valuations of 'who counts' as a person. We are also mindful of the importance of issues of intersectionality and the context of oppressions regarding sexuality, age, gender and ethnicity. Authors have included discussions of how disabled children and young people are infantalised or dis-gendered by others and how their sexuality and intimate lives are erased. 'Race', ethnicity and the global context is also made invisible through the unreflexive claims of universal childhood and disability theory.
The voices of disabled children, young people and families provide the impetus for change and build understandings that expose norms.
Re-orientating Research Inquiry
Re-orientating the research inquiry has meant starting with the concerns of disabled children, young people and those who support them. This has entailed the development of research methods that are accessible and sensitive, and the development of methodologies that value personal experience as rich data to be analysed. We have chapters using a play, text messages, life writing and deconstruction, and Nick Hodge and Katherine Runswick-Cole (chapter "You Say… I Hear…": Epistemic Gaps in Practitioner-Parent/Carer Talk") use examples of conversation to illustrate the different epistemic positions and deconstruct these to illustrate the power relationships at play in parent-professional partnerships. Research studies have also brought together people working in different disciplines to give a wider view of life and to re-orientate the focus to children's experiences. Helen Hamby in chapter "A Relational Understanding of Language Impairment: Children's Experiences in the Context of Their Social Worlds" is not looking at speech and language problems but the experiences of children, as they struggle to be heard. Anat Greenstein (chapter "Being a Speech and Language Therapist: Between Support and Oppression") also re-orientates research around speech and language difficulties to focus on concerns about children's experiences of oppression.
In the context of research, universities and funders both require researchers to set out any ethical concerns and the steps that they will take to mitigate risk at the start of a research project. However, the studies in this Handbook show how important it is to respond creatively throughout the research process if researchers are to sustain aims of listening as an ethical practice. Sumaira Nasseem (chapter "'Just Sumaira: Not Her, Them or It'") shows us the difference between ethical involvement and exploitation in research, reminding us that simply obtaining consent, albeit informed and accessible, can amount to exploitation. She describes how research can be experienced as objectification and questions the justification of research on the basis that it may, one day, be of some future benefit to other children.
Research by parents about their own experiences has often drawn on autoethnography, and authors have reflected on the ethical complexities of writing about their children. They have shown how important it is to work through the ethical issues in order to protect the identity and voice of family members. Liz Thackray clearly sets out the considerations researchers need to attend to in telling their own story in chapter "Anonymity, Confidentiality and Informed Consent: Exploring Ethical Quandaries and Dilemmas in Research with and About Disabled Children's Childhoods" to avoid telling another's story when both lives are fully linked. Barbara Coles, chapter "Personalisation Policy and Parents: The Formalisation of Family Care for Adult Children with Learning Disabilities in England", discusses her parent and researcher roles without sharing details of her son's life or that of the adult children of the parents in her study by presenting the impact of systems in the lives of families. Tania Watson (chapter "The Construction of Life Trajectories: Reflections, Research and Resolutions for Young People with Behavioural Disabilities") makes the decision not to share her own experiences and that of her children but discusses the considerable emotional labour entailed when the experiences of others resonate with the author's own life. Brian Watermayer, writing in chapter "Growing Up Disabled: Impairment, Familial Relationships and Identity", reminds us of the sensitivity required to draw in and upon one's own childhood, which is always situated in the lives of close others. Jill Pluquailec, in chapter "Thinking and Doing Consent and Advocacy in Disabled Children's Childhood Studies Research", shares the need to question set procedures around ethics such as 'consent' and to critique these orthodoxies for the lives of disabled children and young people.
Chapters in the Handbook tend not to draw on what is now called 'big data'-research drawn from large-scale questionnaires with large numbers of participants. This is, in part, because the studies in the Handbook are, for the most part, generated by people in close contact with disabled children and young people and so have taken experience as the starting point. However, the authors are also, perhaps, aware of the limitations of research drawing on science-based disciplines, such as medicine and psychology. Often, the goal of such research is to discover universal truths and deviant norms within a population, to isolate significant variables and identify correlations towards causal explanations or to simply count 'them'. We agree with Oliver (1991) who described the use of this positivist paradigm as methodological individualism that seeks to point to what is wrong with individuals rather than what is wrong with society. The studies here purposefully focus on the context of disabled children's childhoods, in their local, temporal and global locations.
However, we can see some potential for disabled children's childhood studies in moving into quantitative research but only if we can re-orientate research inquiry away from 'professional concerns' to focus on the hopes, dreams and aspirations of disabled children and young people. We need to consider how big-data questions might be inspired by disabled children's childhood studies.
Theory and Thinking About Disabled Children's Childhoods
Disabled children's childhood studies is unique in its desire to delve into the life worlds of children and their families and to understand lived experience through the lenses of emotion, intimacy, love, care and proximity. We have encountered this desire across the chapters of this Handbook. Many chapters have used emotion as the register through which to understand material, social and cultural realities within the lives of disabled children and young people and their families. For example, many chapters in the Handbook speak of the copious emotional work and labour that come from surviving disablism and living through ableism. From endlessly negotiating with multiple professionals, systems and policies to performing disability in ways that enable resources and from support and advocacy to managing the psycho-emotional consequences of being marked as Other, the affective politics of disability are brought to bear in ways seldom considered in other ways of knowing and theorising childhood.
Kirsty Liddiard and Luke Jones (chapter "A Diversity of Childhoods: Considering the Looked After Childhood") centre emotion in their analysis of family foster caring. In their chapter, they expose 'the team around the child' as a mechanism that can disrupt familial intimacy and closeness. Yet, being family foster carers also means being part of this very team. This involves significant emotional and relational labour, much of it mundane and every day. In contrast, the emotions of hate and indifference that children experience in Sandra Dowling, Roy McConkey and Marlene Sinclair's chapter expose the subtle violence of ableism. Katherine Runswick-Cole and Dan Goodley critique traditional normative notions of resilience and their casting of disabled children as weaker and Other (chapter "Resilience in the Lives of Disabled Children: A Many Splendoured Thing"). Harriet Cooper's contribution (chapter "Making Policy for Whom? The Significance of the 'Psychoanalytic Medical Humanities' for Policy and Practice That Affects the Lives of Disabled Children") thoroughly explores the place of psychoanalysis in disability studies and builds connections beyond common oppositions.
While ableism, or assumptions of able-bodiedness, is not always directly referenced in every chapter in this book, taken as a whole, the chapters rage against the presumptions of an able-centric world in which failure to live up to the idealised myth of abled embodiment results in marginalisation and exclusion. Berni Kelly, Sandra Dowling and Karen Winter in chapter "Disabled Children in Out-of-Home Care: Issues and Challenges for Practice" present the context where disabled children are in need of safeguarding and expose the layers of lost opportunities to support children, their families and carers and how 'distant' 'specialist' services are then rationalised as the only options. When professionals are operating amongst such partial levels of investment, we are minded of Butler's work on legal violence (see https://www.youtube. com/watch?v=coBcQajx18I), where a population is divided and subdivided to the point that inequality of attention to the survival of 'other' is normalised. In other words, the formal practice of categorising 'vulnerable' groups is dangerous. Debbie Sayers (chapter "Rights Not Needs: Changing the Legal Model for Special Educational Needs (SEN)") also questions the category of 'needs' as a barrier to 'rights'. If disabled children's rights were met, needs would also be met, but if needs are the focus, rights do not become the focus. In short, engagement with disabled children and young people's voice, their lives, their childhood and youth and re-imagined futures is a key action against hate and othering practices. Disabled Children's Childhood Studies aims to draw in and upon the global-to situate geopolitically disabled childhoods in their wider global contexts. This has been a central tenet of Disabled Children's Childhood Studies since its inception, to both contest global norms around disability, childhood, family, bodies, and community, while at the same time disrupting the dominance of Global North accounts and Euro-American ethnocentric understandings of what constitutes both 'childhood' and 'disability'. We have sought to avoid the routine reification of Western understandings of childhood and invited authors to locate their studies not only in terms of geographical location but also in terms of geopolitical context. However, we acknowledge here that this Handbook is dominated by analyses of primarily Western childhoods. It is important to mark this for two reasons: first, to make visible the childhoods that this excludes and second, in order to openly acknowledge that there is much work to be done to shift the dominance of the Global North within our understandings of disabled childhoods.
There are, of course, exceptions and these offer opportunities to understand ableism, disablism and normalcy as global forces and ones which are inherently shaped by historical and contemporary global economies, histories and supranational policies. For example, in chapter "Supporting Families in Raising Disabled Children to Enhance African Child Development", Tsitsi Chataika and Judith McKenzie write about support in African childhoods. They argue that disabled African children cannot be seen as distinct from their families, especially in situations of poverty. The necessary materialisation of what they call 'disability families' offers ways to negotiate and celebrate disability while staying mindful of the fact that threats to disability families can be found in increasing Westernisation, a process they suggest draws disability out of the family and community and into structure and services. However, in theorising through disabled children's childhood studies framework, all chapters have rubbed up against the global, even if they haven't contextualised their analysis within it or spoken explicitly about global issues. This subtlety affirms both the labour and commitment required of all us interested in the intersections of disability and childhood to think beyond our own borders, binaries and boundaries.
If we are not to be complicit with individualised accounts and if we are to reject the export/profit goals of 'development' work, Grech (2013) Grech (2013) illustrates the hybrid relations in his study about disabled children and young people, their families and community in Guatemala, pointing to gendered relations, family and community relations in context. From his critique of Western discourses of individual 'rights', he proposes exploration of 'community rights'.
In the same vein, another 'absent-presence' within the Handbook is that of mental health, well-being and illness. Authors have critiqued the significant psychologisation of everyday life in advanced neoliberal-ableism, as mental health literacy enters our schools, workplaces and families, and we come to know and rework ourselves through the dominant psy-knowledges of psychology and psychiatry. Authors have discussed well-being and illness, labels and experiences, systems of governance and their cultural impact and introduced alternative starting points. Damian Milton in chapter "Autistic Development, Trauma and Personhood: Beyond the Frame of the Neoliberal Individual" alerts us to the different perspectives around labels and re-imagines the 'aut' critiquing the impact of neo-liberalism. Kristin Snoddon and Kathryn Underwood in chapter "The Social Relational Model of Deaf Childhood in Action" analyse the social relations of deafness and show how the lives and communities of deaf people have been impacted by regimes imposed to normalise.
Globally, we are told that children and young people are in significant emotional distress and therefore are always at risk of-or are already experiencing-mental illness. In the West (and increasingly in the Global South), this is marked by the psychologisation and psychiatrisation of childhood and youth, with biochemical responses ensuring what Mills (2014) calls neurochemical childhoods as childhood, in contexts of poverty, becomes a pathological state.
As an emerging field, disabled children's childhood studies seek to be critical friends with studies of critical mental health and Mad Studies. This is in order to deindividualise, contextualise and politicise mental health and well-being in contexts of disability and childhood. Mad Studies is a growing academic discipline that has emerged from Mad and Psychiatric Survivor movements, primarily in Canada and Scotland (LeFrancois et al. 2014) . Importantly, it shares many values with disabled children's childhood studies: contesting normalcy, medicalisation, oppressive structures, and the dominance of the expert, towards privileging the voices and histories of Mad people, and including their contributions in its research, teaching and writing, as Ruth Sayers discusses in chapter "Disabled Children's Childhood Studies and Leadership as Experts by Experience' Leadership: Learning Activism in Health and Social Care Education". In the current time of global austerity, where supports are systematically being removed from disabled children and their families, it is important to politicise distress and resist the routine psychiatrisation of poverty (Mills 2015) .
Relatedly, in this Handbook, we have made attempts to draw upon the intersectionality of disabled lives. Intersectionality, as Slater and Chapman suggest in their 'three key concepts' in chapter "Normalcy, Intersectionality and Ableism: Teaching About and Around 'Inclusion' to Future Educators", relates to the intersections of disability with race, class, gender, age, sexuality and nationality: an acknowledgement of the heterogeneity of the disability experience and a means through which to understand the intricacies and complexities of multiple and intersecting oppressions in the lives of disabled children and young people and their families. For example, Jo Skitteral (chapter "Being a Disabled Woman and Mum: My Journey from Childhood"), Kim Davies (chapter "Going 'Off Grid': A Mother's Account of Refusing Disability") Katherine Runswick-Cole and Dan Goodley (chapter "The 'Disability Commons': Re-thinking Mothering Through Disability") centre the gendered politics and realities of mothering and motherhood. In chapter "Being a Disabled Woman and Mum: My Journey from Childhood", Jo Skitteral recounts her experiences as a disabled woman on the road to motherhood and reminds us of the extent to which parenting while disabled is filled with barriers from childhood and beyond. More than this, she shows the complex intersections of disability and gender through the paradox of being expected, as a girl, to undertake childcare responsibilities for siblings, while at the same time actively being written off as future woman and mother because of disability. Motherhood, due to the assumed asexuality and incapability to parent that dis/ableism can often mean for disabled women. Jo tells a story of not just becoming a mother but becoming a mother in the minds and under the gaze of professional others, showing that disablism is always lurking, even when normative gender roles are adhered to. Such gendered stories of disability and parenting are seldom heard, even within disability studies (Ignagni et al. 2016 ).
As we turn to our final theme, re-imagining research, policy and practice, we reflect upon change. Throughout this Handbook, there is a call for recognition, not of difference and disorder but of the capacities and potential of disabled children and young people. These capacities and potentials are not clouded by the shadow of the norm; rather, they disrupt such ways of thinking and offer alternative possibilities for all children and young people. The Handbook reveals that there is a need for a fundamental shift in research, policy and practice away from a deficit model and towards a celebration of disabled children's disruptive potential to re-orientate understandings of childhood, youth and adulthood.
Concluding Comments in Response to Sara Ryan
The key strength of this book, however, is the imaginations it both evokes and demands. The denial of an imagined future has, for too long, been the default position for too many people As Sara Ryan comments in her preface, this book is about (re)imagining. The chapters in the book demand us to think differently about the lives of disabled children and young people across the globe. They demand us to expect more of and for disabled children and young people, to see their potential and to celebrate their lives.
We hope that readers will take up the messages in this book to always seek to (re)imagine the lives of disabled children and young people so that they can fulfil their potential and live the lives they want to lead. Tillie Curran, Senior Lecturer in Social Work at the University of the West of England, has developed her approach to disabled children's childhood studies from The Children Act 1989 which brought disabled children into 'children's' legislation for the first time and required that their wishes were heard. Disabled young people and their allies lead on changing policy, practice and public understanding, and Tillie is interested in how practitioners can respond, support and make those changes happen.
Katherine Runswick-Cole is Chair in Education, The School of Education, The University of Sheffield, Sheffield, UK. Her research draws on critical disability studies approaches to explore the relationships between disability, childhood and families. Her research is informed by her experiences of mothering two young adult children, one of whom is disabled.
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